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Abstract

The present study investigated the quality of life of 75 maternal caregivers rearing
at least one child with autism spectrum disorder (ASD) in a single-parent, coupled, or
extended family (multi-adult) household. The purpose was to explore how rearing a child
with ASD impacts maternal caregivers’ quality of life within different family dynamics
and household structures. Quantitative measures, including surveys, were used for data
collection. The results revealed personal life challenges, couples’ satisfaction, and
perceptions of maternal caregivers’ while rearing at least one child with ASD within the
physical health, psychological, social relationships, and environmental domains of their
quality of life.

Keywords: autism spectrum disorder (ASD), mother, maternal caregiver, quality of life,
perceptions, single-parent household, coupled household, extended family (multi-adult)
households.
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Chapter 1: Introduction

Statement of the Problem
Autism spectrum disorder (ASD) is defined as a neurobiological disorder
characterized by deficits in social communication and restrictive and repetitive interests
American Psychiatric Association (2013) Diagnostic and Statistical Manual of Mental
Disorders (5th ed.; DSM-5). Autism Speaks (2015) suggests that the term “spectrum”
reflects upon different presentations, profiles, challenges, and strengths that individuals
with ASD may display or encounter. The variations of ASD can present differently from
one person to the next. A person with ASD is considered to be on the spectrum based on
the severity in which he/she is impacted by the disorder.
Professional literature has established that there are different aspects and
challenges that occur within a household while caring for a child who is diagnosed with
(ASD). It is well documented that parents of children diagnosed with ASD experience
higher levels of stress more so than parents of children who are not diagnosed with ASD
(Griffith et al., 2010). The challenges associated with children with ASD also have an
impact on family relationships and the quality of life for each family member. However,
most commonly, the primary caregiver encounters a great deal of change within his or her
quality of life experiences.
It has also been observed that some parents, caregivers, and siblings view the
diagnosis as a negative impact or burden on the family due to the challenges associated
with ASD. In contrast, other families may view ASD as a bonding experience that brings
a family closer together or as an instilment of empathy and compassion for others.
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Overall, there is an impression on the family dynamics, relationships, and quality of life
rather family members perceive the diagnosis in a positive or negative manner. When a
family has a child or sibling with ASD, the connection and partnership amongst the
parents may decline, and mental health and stress may increase. Most family members of
children with ASD tend to assume traditional family roles where mothers commonly hold
the primary caregiver role and main supporter for the ASD child (Nealy et al., 2012).
Maternal caregivers are often more likely to experience parenting related
difficulties within the household while caring for a child with a disability or ASD. One
study that examined child related stressors, availability of resources, and coping
strategies among parents of children with ASD found that mothers experienced higher
levels of stress than fathers (McStay et al., 2014). Furthermore, research suggests that
some parents and caregivers of children with ASD use various coping styles, such as
acceptance, humor, and gaining hope from their child’s improvements (Marshall & Long,
2010). However, some coping styles that are used may be counterproductive or
maladaptive which may impact the caregivers’ quality of life (Hall & Graff, 2011)
regardless of living in a single-parent, coupled, or extended (multi-adult) family
household.
Crowe and Florez (2006) indicated that maternal caregivers take on an additional
role of being the child’s advocate. At times, maternal caregivers may feel stressed and
resentful due to the demands of sought research, consultation, and extra responsibilities
that are needed in order to effectively care for their child with ASD. Some added
responsibilities may include, but are not limited to being involved in early intervention
programs, following up with therapies and other special related services, seeking the
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proper daycare options or connecting within social peer groups on a daily or weekly
basis. One study found that mothers of children with a disability engaged in childcare
activities on average 13.1 more hours per week more than mothers of children without a
disability (Crowe & Florez, 2006).
Moreover parents of children with ASD were found to spend on average 60 hours
per week in caring and supporting their child due to ASD (Jarbrink et al., 2003).
Additionally, Brandon (2007) stated that a consequence of increased childcare hours is a
reduction of time available for other daily activities among parents, including personal
leisure, work, and personal care. Research suggests that mothers often feel physically and
mentally exhausted by meeting the increased care needs, while not spending much time
in personal care such as sleeping and other areas of the quality of life (McGuire et al.,
2004).
At times, there may also be a significant variation in perceptions while rearing a
child with ASD in single-parent households, coupled family households, or households
that have multiple supportive caregivers for the child with ASD. Perception and
relationships of a child with ASD can also vary due to the obtainable support or lack of
immediate support that maternal caregivers may or may not receive while living within a
single-parent, coupled, or extended family household (multi-adult) household.
Moreover, when families have multiple children, the attention may be taken away
from the neurotypical sibling, due to the high priority and needs of the child diagnosed
with ASD or other mental health or physical disabilities. Often times siblings may feel
left out and he or she may feel shunned upon due to having a brother or sister who
requires a great amount of behavioral interventions or mental health supports within
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household, school or community settings. However, in contrast, in some instances, other
maternal caregivers and siblings may use the uniqueness of the family as a connection or
purposeful sense of embracing or empowerment within the family dynamic.
Furthermore, within the extended family, large numbers of grandparents within
the U.S. will most likely find themselves in a previously unfamiliar role, as a grandparent
to a child with ASD (Hillman et al., 2017). A substantive amount of research suggests that
grandparents of children with ASD often serve as part of the larger family’s support
network and provide a combination of emotional support, financial support, respite care,
transportation to and from appointments, and advocacy within school and the broader
community (Hillman et al., 2017). Research suggests that children diagnosed with ASD
who have moderate to severe symptoms that present with a number of problems
including aggression, self-injury, stereotyped and self-stimulating behaviors and impaired
adaptive functioning usually adds to the burdens and stressors experienced by parents
(Ahmad & Dardas, 2015) regardless of the family dynamic.
In regard to stress, research suggests that a child’s behaviors may lead to an
increase of parent stress. Parental stress may also affect the way the parent acts toward
the child, and the parent’s behavior towards the child may reinforce the development and
persistence of behavior problems (Ahmad & Dardas, 2015). Once a child starts showing
symptoms or is diagnosed with ASD, the family’s daily living and financial status can
change drastically, requiring major family life adjustments (DePape & Lindsay, 2015).
The hallmark features of ASD, including deficits related to social interaction, reciprocal
communication, and restrictive or repetitive behaviors (American Psychiatric
Association, 2013), are typically stressful for parents. Additional stressors may include
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violent tantrums, fear of elopement, difficulty maintaining parental employment,
caregiving burden, social isolation, and financial burden (Hayes & Watson, 2013).
Furthermore, it should also be taken into consideration how the quality of life is
impacted looking beyond a caregivers’ perspective. Single-parent, coupled, or extended
(multi-adult) family households may also have a significant impact of the quality of life
of caregivers of children that have a diagnosis of ASD. Single-parent family households
may encounter an adverse experience or perspective of the quality of life due to lack of
flexibility, financial disadvantages, coping styles, economic status, or lack of support. It
should be noted that coupled family households may encounter the same issues, however,
it may be viewed as a more or a lesser degree due to the presence of another adult
involved. Furthermore, it is noteworthy to consider that parents and caregivers may also
have a decline in his or her quality of life within a coupled household due to the fact that,
although there is a relationship component, one parent or individual may take on more
responsibilities than the other which can lead to resentment or other layers of stress.
A recent systematic review found that the quality of life of parents of children
with ASD is lower than that of parents of typically developing children or the general
population (Vasilopoulou & Nisbet, 2016). There are various factors that are associated
with parents of children with ASD reporting lower quality of life experiences. These
factors include increased challenging behaviors of the child with ASD, severity of ASD,
lower household income, decreased levels of social support, parental distress, and
parental copying styles (Dardas & Ahmad, 2014). Parents and caregivers of children with
ASD are often required to adjust many aspects in their life, including family lifestyles,
material relationships, work arrangements, coping styles, and their perspective of life
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(Ooi et al., 2016). Overall, the complex interplay between these factors should therefore
be considered when describing the quality of life among parents of children with ASD
and should be taken into consideration when investigating further research and family
supports.
Purpose of the Study
This study extends research and aimed to investigate how single-parent, coupled,
and extended family (multi-adult) households of maternal caregivers perceive parental
stress, family functioning, relationships, and an overall quality of life, while rearing a
child with ASD. This research also sought to gain an understanding about how caring for
a child that has been diagnosed with ASD impacts the family’s functioning both as a unit
and as individuals within the family. In addition, this study examined how families
altered their personal lives with work, leisure time, childcare, community outings, and
relationships with others following an ASD diagnosis. Furthermore, the research may
help healthcare and support providers take into consideration what families experience
within in their everyday lives as they provide services to children with ASD that reside
within a single-parent, coupled, or extended family (multi-adult) household. Overall, the
current study explored life experiences through the lens of maternal caregivers of at least
one child with ASD. This research may also provide insight for therapists, educators,
family members, and other behavioral and mental health specialists within communities
of children with ASD.
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Research Questions
1. How does the quality of life of a maternal caregiver rearing a child with ASD
differ when in a single parent household vs. a coupled, or extended family (multiadult) household?
2. How does the amount of support received from family, friends, etc. impact the
quality of life of a maternal caregiver rearing a child with ASD?
3. Is the quality of life impacted by the amount of self-care in which a maternal
caregiver rearing a child with ASD engages?
4. Does relationship satisfaction of a maternal caregiver rearing a child with ASD
impact her quality of life?
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Hypotheses
1. It was hypothesized that the quality of life of a maternal caregiver rearing a child
with ASD differ when in a single parent household would be impacted more than
maternal caregivers’ quality of life in a coupled, or extended family (multi-adult)
household.
2. It was hypothesized that maternal caregivers who received substantial support
from family and friends would have a better quality of life.
3. It was hypothesized that maternal caregivers who engage in self-care would have
better quality of life than maternal caregivers with limited opportunities to engage
in self-care practices.
4. It was hypothesized that greater relationship satisfaction would be correlated with
greater quality of life of mothers and maternal caregivers.
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Chapter 2: Review of the Literature

Autism Spectrum Disorder
Autism spectrum disorder (ASD) is a complex developmental disorder that
involves persistent challenges in social interaction, speech and nonverbal communication,
and restricted/repetitive behaviors (American Psychiatric Association, 2013). The effects
of ASD and the severity of symptoms are different for each individual. Autism spectrum
disorder is usually first diagnosed in childhood with many of the evident signs presenting
around 2-3 years of age. However, some children with ASD develop “normally” until
toddlerhood when he or she stops acquiring or lose previously gained skills (American
Psychiatric Association, 2018). According to the Centers for Disease Control and
Prevention (2018), 1 in 54 children are estimated to have ASD. Autism spectrum disorder
is also 3 to 4 times more prevalent in boys than in girls and is considered a lifelong
disorder. However, it is important to mention that many children who are diagnosed with
ASD go on to live independent, productive, and fulfilling lives, depending on the
severity, early interventions implemented and therapy and supports that were provided
(American Psychiatric Association, 2018). Yet it should be highly taken into
consideration that every individual with ASD is unique and supports needed vary within
each diagnosis within each individual.
Autism Spectrum Disorder Diagnosis
The diagnosis of ASD is determined using the criteria from the Diagnostic and
Statistical Manual of Mental Disorder, Fifth Edition [DSM-5]) (American Psychiatric
Association, 2013). Core features of ASD are described as persistent deficits in social
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communication and social interaction across multiple contexts and restricted, repetitive
patterns of behavior, interest of activities (American Psychiatric Association, 2013).
There is also a presence of stereotyped repetitive motor movement, use of objects or
speech, insistence on sameness, inflexible adherence to routines, and/or ritualized
patterns of verbal or nonverbal behavior.
An ASD diagnosis typically takes place through the efforts of physicians,
psychologist and other healthcare practitioners who are licensed and are practicing within
their areas of expertise (Missouri Autism Guidelines Initiative, 2012). When children are
initially diagnosed with a disability it can impact the family in many different ways.
Families with a child diagnosed with ASD may experience periods of great difficulty
throughout their child’s development. For example, early within the stages of having a
child being diagnosed with ASD, parents may become immensely stressed as their child’s
individual challenges become more pronounced and they may experience difficulties in
obtaining an accurate and timely diagnosis, as well as the necessary treatment or
intervention for their child and his or her needs (Jones et al., 2016). During the initial
diagnosis phase, families often experience a sense of grief and loss. James and Cherry
(1988) stated that loss occurs when family members experience a major change in habits,
roles, relationships, or environment. In general, loss disrupts a person’s natural coping
strategies and results in a grieving process aimed at resolution (James & Cherry, 1988).
Additionally, families experience different reactions of grief when their child is
diagnosed with a disability. The reactions are: shock: feeling of numbness, confusion, or
bewilderment; denial: refusal to accept diagnosis; anxiety: feeling of being all alone and
totally responsible for all decisions; insecurity; concern and fear of the unknown; anger:
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resentment that hopes and dreams are no longer probable; guilt: dwelling on what cannot
be changed or controlled; depression: feeling of great sadness/disconnection; anger
turned on self; and acceptance: acknowledges the disorder as reality (Frieche et al.,
2003).
Autism Impacts on Families
The arrival of a child with a disability can either strengthen the family’s bond or
completely dissolve the family unit (Shelton et al., 1987). The challenges associated with
ASD have an impact on families in regard to relationships and family dynamics. Parents
of children with ASD are at an elevated risk for experiencing increased depressive
symptoms and negative affects within family relationships (Ekas & Whitman, 2011).
Furthermore, well-being is a term commonly used by researchers to describe a variety of
outcomes including adjustment, quality of life, physical health, mental health, stress and
depression (Ekas & Whitman, 2011). Although rearing a child with ASD may impact
parents’ mental health and parenting experiences, a family system perspective suggests
that the larger family unit may also be impacted (Ekas & Whitman, 2011). Belsky (1984)
recognized the importance of the family in his theory and suggested that support from
family members may impact parents as well.
Olson (2000) identified three dimensions of the family: cohesion, flexibility, and
communication. Cohesion refers to the emotional bond of the family and can range from
families that are disengaged from one another to families that are enmeshed. Flexibility
refers to the ability of how the family can adapt, change aspects of the family and change
the rules within the family (Olson, 2002). The levels of flexibility can range from rigid to
chaotic, and a balance between structure. Finally, communication facilitates the other two
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dimensions. Healthy families are typically characterized by balanced levels of
cohesiveness and flexibility and unhealthy families are characterized by extreme levels of
disengagement, enmeshment rigidity, or chaos (Olson, 2000).
Additionally, studies have focused on daily experiences of parents with children
who are diagnosed with ASD by using global static measures to assess parent well-being
and family functioning. These studies captured the dynamics of the day-to-day lives of
parents. In contrast, within more recent years, researchers have begun to incorporate daily
diary studies when studying families of ASD (Frieche et al., 2003). The purpose of these
studies were to examine the global predictors of daily functioning for mothers of children
with ASD. Research also found that global maternal, child, and family characteristics
predicted that not only mothers were affected by their child being diagnosed with ASD,
but parenting interactions were affected as well (Frieche et al., 2003).
Specifically, there were elevated depressive symptoms that were associated with
less daily positive affect and greater child social motivation impairments that were
associated with higher daily positive affect (Frieche et al., 2003). Furthermore, for daily
parenting interactions, mothers reported higher daily positive parenting interactions when
the family was more cohesive. However, mothers also reported greater daily frustration
parenting interactions when they reported higher levels of depressive symptoms as well
as higher levels of family rigidity. Taken together, these results suggested that
interventions were needed that target parent, child, and family characteristics in order to
better enhance parents’ day-to-day functioning and family relationships (Frieche et al.,
2003).
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Quality of Life Within Parent Relationships
Rearing a child with ASD can be a unique challenge for both parents. Previous
studies have addressed how mothers are affected by the challenges of rearing a child with
ASD, mostly in terms of stress patterns. The negative impact of stress can have far
reaching effects on areas outside of the caregiving role for parents of children with ASD,
including marital satisfaction, family adaptability, functioning of siblings, and social
isolation (Fisman et al., 2000; Kogan et al., 2008, Sanders & Morgan, 1997). Moreover,
research suggests that parents of children with ASD have been found to exhibit more
negative adjustment (e.g., pessimism, distant relationships with the child diagnosed with
ASD, lack of family opportunity) compared with parents of individuals with Down
syndrome, Fragile X syndrome, and other disabilities (Abbeduto et al., 2004; Estes et al.,
2009; Sanders & Morgan, 1997).
Furthermore, Ozturk et al. (2014) focused on a comparison between mothers and
fathers of children with ASD using the Parenting Stress Index-Short Form, the Parental
Style Questionnaire, the Self-Perceptions of the Parental Role and the Symptom
Checklist-90-Revised. The participants consisted of 50 mothers and 59 fathers who were
parents of children with ASD. The purpose of the study was to address three important
domains of parenting. Specifically, to determine whether mothers and fathers differ in
terms of parenting stress, parental attitude and mental health of both parents and their
experience with stress (Ozturk et al., 2014).
The study also found that parents with high levels of depressive symptoms, high
levels of stress related to the interactions with their children with ASD, and less balance
of the diverse roles in their life, were more likely to experience high stress in their role as
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a parent and personal factors directly related to parenting (Ozturk et al., 2014). In other
words, the level of depressive symptoms, interactions, systems between them and their
child, and the way in which parents balance their roles link to the degree of stress related
to parental functioning. Overall, the results indicated that the psychological situations of
parents, in particular depressive symptoms included feelings of hopelessness, lack of
motivation, and loss of vital energy while experiencing parenting distress (Ozturk et al.,
2014).
Additionally, Seltzer et al. (2001) conducted a longitudinal study of parents of
children with developmental disabilities. Over 50% of parents aged 50 or older indicated
that they still lived with their child, compared with a rate of 17% for typically developing
children. The lifelong “burden” often placed on parents and siblings of children with
ASD likely exacerbates the difficulties encountered by families of children with ASD
(Seltzer et al., 2001). Furthermore, it was noted that caregivers and family distress related
to ASD typically began long before a formal diagnosis was provided (Seltzer et al.,
2001). Parents of children later diagnosed with ASD reported early concerns regarding
differences in social behavior, communication, play and motor skills within the first 6
months of age, with most parents reporting specific concern about ASD at around 18
months (Bolton el al., 2012). However, the actual time parents are informed of an ASD
diagnosis for their child often comes much later, when the child is approximately 3.1
years of age, with an average of 7.2 years of age for a diagnosis formally known as
Asperger syndrome (Mandell et al., 2005).
Moreover, parents of children with ASD often express relief following the
diagnosis, which can help them better understand their child’s difficulties (Midence &
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O’Neill, 1999). However, Chamak et al. (2011) reported that approximately 63% of
parents expressed dissatisfaction with the way the ASD diagnosis was announced. The
experience of the diagnosis itself likely contributes to the way in which parents make
sense of their child’s disability (Shyu et al., 2010). In other words, parental understanding
and explanation of deficits is likely correlated highly with the way ASD is explained to
them by treatment professionals such as pediatricians or psychologist (Shyu et al., 2010).
Parental Experiences Rearing Children With ASD
Parental Self-Efficacy
Parental self-efficacy (PSE) is a belief in how parents relate their own ability to
effectively parent their child, or parenting self-efficacy (PSE), regardless of the presence
of a disability. Jones and Prinz (2005) suggested that PSE predicts the level of parenting
competence. It was stated that parents with higher PSE tend to subsequently demonstrate
more effective parenting even in the face of challenging child behavior (Karst et al.,
2012). It also appears that there are differences between maternal and paternal caregivers
of children with ASD with respect to parenting efficacy. Hastings and Brown (2002)
found that PSE acted as a mediator for mothers between child misbehavior and maternal
anxiety and depression, while for fathers, PSE was found to moderate the relationship
between child behavior problems and paternal anxiety (Hastings & Brown, 2002). The
relationship between parental knowledge about ASD and PSE appears important given
the complexity of the disorder (Karst et al., 2012). Overall, it appears that when provided
with interventions to increase PSE, there are noticeable positive impacts on parents and
their children with ASD. It seems important to take into account in understanding the
overall impact of having a child with ASD on parents and families.
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Parenting Stress
One of the most widely examined areas of impact regarding parents of children
with ASD is parenting stress, broadly conceptualized as a strain, pressure and tension
revolving specifically around the task of parenting (Roa & Beidel, 2009). Parents of
children with ASD experiences higher levels of parenting stress than parents of typically
developing children (Duarte et al., 2005) as well as parents of children with other types of
developmental delays or special health care needs (Estes el al., 2009). Factors
contributing to parenting stress in caregivers of children with ASD are the child’s
cognitive impairment; externalizing behavior problems; internalized stress; disturbed
mood or irritability; functional dependence; hyperactivity; noncompliance; lack of selfcare abilities and low adaptive functioning; language deficits; learning disability;
imposed limits on family opportunities; need for child/adult care across the life span;
inappropriate eating, toileting, and sexual expression; broad social difficulties; and high
likelihood of remaining in the home (Karst et al., 2012).
It is noted that though cognitive impairment was once identified as one of the
greatest contributes to elevated parenting stress (Bebko et al., 1987), Davis and Carter
(2008) found that cognitive deficits did not contribute uniquely to parenting stress when
assessed along with other child characteristics. Furthermore, Rao and Beidel (2009) noted
that higher intellectual functioning in high functioning children with ASD did not
enhance high levels of stress in parents. Davis and Carter (2008) and Tomanik et al.
(2004) both suggested that neither deficits in language and communication nor
stereotyped behaviors contributed significantly to parenting stress (Hastings & Brown,
2002). These findings lend support to the notion that the unique combination of
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emotional, functional, and behavioral problems common in children with ASD, in
conjunction with the pervasive and often severe impact of the disorder, affects parents
more than the core symptoms of the ASD. Thus, the targets of ASD interventions (i.e.,
functional difficulties vs. symptoms) may be important to consider when assessing how
treatments impact parenting stress.
In regard to parent gender, mothers of children with ASD appear to have higher
levels of parenting stress than fathers (Little, 2002) and were found to have greater stress
for other family members and for their family as a whole (Little, 2002). Bebko et al.
(1987) noted that mothers of older children with ASD had lower stress levels, whereas
fathers’ stress remained consistent throughout childhood. These researchers suggested
that this decrease in stress may have represented a relationship between parenting stress
and the acceptance of ASD deficits for maternal caregivers (Little, 2002).
Furthermore, Hastings (2003) indicated that maternal stress was related not only
to child difficulties but also to paternal mental health; conversely, fathers’ stress did not
appear to be directly affected by maternal mental health. However, Tehee et al. (2009)
found that the amount of parental involvement by caregivers was correlated with
parenting stress, and it has been proposed that parenting involvement may partially or
fully mediate the relationship between parent gender and stress (Tehee et al., 2009).
Davis and Carter (2008) also found that child emotional dysregulation contributed
significantly to maternal stress, while fathers were impacted by their child’s maladaptive
externalizing behaviors. It was further noted that deficits in social relatedness contributed
significantly to both maternal and paternal stress (Davis & Carter, 2008).
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Several researchers have found parenting stress to be significantly impacted by
the type of coping strategies utilized and the extent of social support received by parents.
Parenting stress seems to also be affected by paternal dysphoria and by whether parents
put off or gave up life plans and/or become isolated from family and friends (Wolf et al.,
1989). Moreover, Ingersol and Hambrick (2011) suggest that parents with this broader
autism phenotype (BAP) were more likely to use poor coping strategies and less likely to
use more adaptive techniques for coping with stress and received less social support.
Furthermore, the use of maladaptive coping was found to partially mediate the
relationship between parent BAP and parenting stress. Further, Ingersoll and Hambrick
(2011) found that social support partially mediated the relationship between child
symptom severity and parenting stress.
Parent Mental and Physical Health
Along with the effects on parenting self-efficacy and stress, rearing a child with
ASD appears to contribute to a general decrease in parental well-being and an increase
with mental health concerns (Ekas et al., 2010). Sawyer et al. (2010) have identified
elevated levels of parent mental health problems, particularly depression and anxiety, in
comparison with both parents of typically developing children and parents of children
with other developmental disabilities. Researchers have also found that mothers of
children with ASD experience higher levels of overall distress and reported a lower
quality of life than mothers of children with intellectual disability without autism (Mugo
et al., 2007; Olsson & Hwang, 2001), as well as those with children with cerebral palsy
(Mungo et al., 2007).
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A study of 219 parents of children with ASD was conducted by Sharpley et al.
(1997). The research found that just under 30% of the parents were experiencing
moderate to severe levels of anxiety while just under 20% were experiencing clinically
significant levels of depression. Further, 80% of the parents reported sometimes feeling
stretched beyond their limits (Sharpley et al., 1997). Parents of children with ASD also
reported that dealing with child behavior problems was the greatest contributor to
feelings of anxiety and depression, while both family support and parent self-efficacy
contributed to more positive parent mental health (Sharpley et al., 1997). Similar to
parenting stress, gender differences emerged among parents in terms of mental health
concerns. Olsson and Hwang (2001) noted that both mothers of children with ASD and
those with another developmental disability experienced significantly greater distress
than fathers of children with ASD, whose depression scores were within the normal range
compared with general population.
Additionally, in a study of married couples that had a child with ASD, Hastings
(2003) reported that mothers experienced higher anxiety levels than fathers. However, in
contrast to most other studies, Hastings (2003) also suggested that mothers were more
affected by the healthy functioning of their child and spouse more than the fathers of the
child. It has also been noted that single mothers of children with ASD experienced more
distress than those living with a partner (Hastings, 2003). This suggests that the presence
of paternal or other caregivers impacts the relationship between raising a child with ASD
and maternal depression (Olsson & Hwang, 2001).
Additionally, it may be important to understand how parental personality
contributes to parental distress. Yamada et al. (2007) found that maternal emotional
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distress was correlated with a mothers’ own neuroticism and agreeableness. This finding
further suggests that caregiver’s personality characteristics are important to consider in
understanding the impact of children with ASD on parent mental health. Also Meltzer
(2011) noted that in addition to child behavior problems, sleep quality of both children
and fathers predicted maternal depressive symptoms in families of children with ASD.
These parents also reported higher levels of fatigue (Smith et al., 2010) and greater
physical health impartment than parents of both typically developing children and
children with intellectual disability (Mungo et al., 2007). It is likely that the high levels of
demands placed on parents of children with ASD take a toll in terms of both
physiological and mental fatigue. Gender differences again emerged in the domain of
physical health, as mothers of children with ASD reported worse physical health (in
conjunction with decreased psychological well-being) than fathers (Allik et al., 2006). It
was also noted that prenatal environmental and genetic factors, parental psychopathology
and substance use or abuse have all been identified as a correlation to an increase in
physical health concerns while parenting for a child with ASD (Allik et al., 2006).
Parent-Child Relationship
Montes and Halterman (2007) reported that, despite increased stress levels and
diminished quality of communication, mothers of children with ASD reported higher
levels of relationship closeness with their child than mothers in the general US
population. Research also found that parents of children with ASD were less likely to be
angry with their child, despite reporting that they were bothered by their child’s behavior.
Additionally, Whittingham et al. (2008) found that parents of children with ASD
attributed most of their child’s behaviors to their personality or temperament. Hartley et
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al. (2011) also noted that parents might blame themselves, rather than their child, for any
misbehavior, which in turn could contribute to decreased parenting efficacy and wellbeing. Further, Gau et al. (2011) suggested caution while interpreting high levels of
parent-child relationship closeness (or family cohesion) as inherently positive, noting that
it could represent enmeshed, or overly close, dyadic relationships between one of both
parents and the child with ASD, which could have a negative effect on siblings and/or the
family as a whole.
Gender differences in the parent-child relationship in ASD have also been
identified by Hartley et al. (2011). It was found that mothers reported closer relationships
with both adolescents and adult children with ASD more than fathers, despite similar selfreported levels of parenting burden. It was also noted that fathers’ parenting experiences
were impacted more by specific child characteristics, including child age. However,
fathers reported an improved relationship from adolescent to adulthood. Also, the amount
of time the child spent in the home improved paternal relationships within the family
played a factor in the father-child relationship.
Fathers’ Parental Experiences
A study was conducted that aimed to develop a deeper understanding of the
experiences of fathers who care for children with ASD. Eight fathers participated in a
semi-structured interview which explored their experiences of fathering children with
ASD. Data collection took place over a 6-week period from January to February 2016.
Semi-structured interviews were used to allow participants to describe their experiences
in their own words and style and enable the collection of detailed reflective first-person.
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The results identified four essential themes: the path to acceptance; independence and
integration; battlefield fathers; and heterogeneity of support (Burrell et al., 2017).
The fathers within the path to acceptance theme described their experiences as a
path or journey with milestones along the way. Within this path, all fathers experienced
the feelings of frustration, guilt, and embarrassment during the overall journey. The
journey as it was narrated by these fathers, began before their children were diagnosed
with ASD, and the start of the journey was the point which they realized they had
difficulties with their child’s behavior. In most cases, it was someone outside the nuclear
family who first mentioned ASD, including teachers and grandparents. This is when there
was an initiation to healthcare providers (Burrell et al., 2017). In contrast, fathers who
had children that were diagnosed at an earlier age described the ASD diagnosis as a very
difficult event, accompanied by an acute sense of loss. The fathers viewed ASD as an
external factor, a “monster” that had entered their life and led to the loss of the typically
developing child they expected and prepared for (Burrell et al., 2017). Fathers also
reported practical difficulties with daily tasks, such as toileting or going out within the
community. Fathers often felt judged as parents, embarrassed in public when they were
unable to control their child’s behavior, or when they struggled to ignore their child’s
challenging behavior. Frustration was often a reported emotion, especially during
conflicts at home over their child’s repetitive behaviors and inflexibility (Burrell et al.,
2017).
Frustration and anger were frequently followed by guilt, “the guilt after you’ve
exploded” according to fathers. Furthermore, most fathers reported feeling their child’s
mother seemed to manage their frustrations more effectively (Burrell et al., 2017). While
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there were no specific events, the fathers pointed to what led to acceptance of their
child’s ASD and the associated challenges. All fathers described a change in their attitude
to ASD overtime (Burrell et al., 2017). It seemed that the frustration and anger arose from
a combined desire to change their situation and a sense of helplessness. They began to
realize that they could not change their situation, but they could change their perception
of it and move forward (Burrell et al., 2017).
In reference to the Independence and Integration theme, independence was seen
as a key goal, and these fathers felt that it was their role to facilitate their children’s
progression towards it. This often centered on teaching basic skills needed for an
independent life, such as cooking, cleaning, and personal hygiene (Burrell et al., 2017).
These fathers often perceived their child’s future employment to have a pivotal role in
their child’s independence. They felt that there was a need of structure and routine in
order to provide their child with a sense of achievement and success. Despite encouraging
independence and employment, fathers described themselves as managing expectations,
both their child’s and their partners (Burrell et al., 2017). However, this was difficult to
balance between encouraging their children to be positive but not unrealistic.
Within the Battlefield theme, fathers frequently talked about themselves using a
military style terminology, including “fight”, “battle” and “navigate.” This was most
often referring to fighting the system with the father as an advocate for his child with
ASD and battling against a broken support system made up of barriers and bureaucracy
(Burrell et al., 2017). This constant battle was a significant stressor and was often
described as “hard work, very stressful, very draining, required a lot of research and very
costly” (Burrell et al., 2017). When discussing this process of fighting, fathers often
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reflected on their role as an advocate and the skills needed for this role (Burrell et al.,
2017). The need for confidence, education and articulacy were mentioned, and fathers
within the study considered themselves lucky to have those skills and expressed concern
for those in a less fortunate position (Burrell et al., 2017).
Lastly, in regard to the Heterogeneity of Support theme, formal support services
aimed specifically at parents of children with ASD were discussed, and facilitated by
third party sector services within a support group format. The majority of the fathers
within the study seemed averse to this type of support for various reasons such as the lack
of a personal feel, feeling alienated as the victim, the feeling of being too theoretical and
feeling an uncomfortable sense of opening up with a group setting (Burrell et al., 2017).
Many fathers preferred informal support from other fathers, specialist at school, and
spousal support (Burrell et al., 2017). However, some fathers preferred to keep their
friends separate from their difficulties at home, not discussing with friends the impact
that the challenges of ASD were having on their lives (Burrell et al., 2017).
Mothers’ Parental Experiences
Meirsschaut et al. (2010) conducted a study of mothers in families with a child
with ASD and a typically developing child. The study used qualitative analysis of
mothers’ perceptions of the impact of ASD on family and personal life. Seventeen
mothers with a child with ASD and a typically developing child participated in this study.
The families were observed in mother-child interactions and participated in an interview.
There were also themes that emerged from the mothers, perspective, such as: it affects
our whole life, lack of understanding, inaccessible care giving system, and coping
strategies, concerns, and questions.
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Mothers expressed how hard it was to have everything structured and planned in
life and to live on the schedule of their child with ASD. They also reported how difficult
it was to do ‘normal family’ activities such as going to the playground with children,
going on vacations, visiting friends etc. Mothers explained that their family was less
spontaneous and flexible compared to ‘normal families’ and their lives. Mothers also
mentioned that they had to think about “Where they are going? How crowded will it be?
Can they have dinner there?” Some mothers gave up family activities such as going into
the community, hosting birthday parties, attending birthday parties etc. Mothers also
discussed career adjustments that they made in order to care for their child. Many
mothers also expressed that it was impossible to combine a full-time job with caring for
their child with ASD due to the time and hours spent transporting their child to and from
therapy or to and from a special school.
In many of the interviews mothers mentioned how their family suffered from a
lack of understanding from the environment of what ASD is and what consequences it
has for a family. It was reported that they encountered people within their environments
who were quick to criticize, and who often became judgmental of their child and his/her
behavior. For some families, a lack of understanding for the ASD resulted in isolation
from their relatives and sometimes significant others.
Some mothers reported feeling on their own with their questions and concerns
about rearing a child with ASD. It was shared that mothers often had doubts and
questions after the diagnosis. However, they expressed that they had to find a lot of
information and resources out for themselves. There were also reports of long waiting
lists for care which restricted accessibility of the care giving system. Furthermore,
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Thomas et al. (2007) suggested that parents’ education level, cultural and ethnic views on
treatment use, and area of residence relative to distance from necessary services have
been linked to difficulties accessing care for autism-related services. Minority race and
ethnicity have also been linked to a delay in services use and different treatment package
profiles when compared to Caucasian counterparts (Levy et al., 2003).
In order to deal with the challenges of rearing a child with ASD, mothers
developed several coping strategies. In order to realize an optimal development for their
child with ASD parents tried to learn everything about ASD so that they could be
prepared for adjustments that their child may need. Furthermore, mothers also expressed
concerns about the future of their child with ASD, making difficult decisions and the
impact on their other children within the family (Meirsschaut et al., 2010). Overall, it is
important to understand that having a child with ASD does not only affect parents, but
also poses a threat to the well-being of the family as a whole.
Single Mothers’ Parental Experiences
Single mothers of children with ASD are rarely represented in research, more
specifically, parenting experiences and parenting styles of ASD mothers is very limited.
As the number of single-parent families increases along with the prevalence of children
diagnosed with ASD, it is important to understand the mothers’ experiences so that
supportive policies and practices can be developed and implemented to support this
population with unique needs. With heightened levels of stress due to parenting a child
with ASD alone, single mothers may find that a break from parenting responsibilities can
help in reducing stress. One type of break is respite care, which is temporary care
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provided for individuals with disabilities with the primary goal of providing relief to the
individual’s primary caregiver (Mullins et al., 2002; Strunk, 2010).
Researchers asked 122 single mothers of children with ASD to complete
questionnaires concerning respite care, daily hassles/uplifts, depression and caregiver
burden (Dyches et al., 2015). The profile of single mothers with children with ASD from
the present study were about 36 years old and had on average two children, including at
least one child without a disability. The mother was likely living in poverty (< $25,000
annually) and was at risk for clinical depression. If she received respite care, she received
it from a combination of sources for an average of 1 hour per day of assistance (Dyches
et al.). It was found that as she received respite care, her stress level did not decrease, but
her uplifts were likely to significantly increase. She appeared to spend her respite care
time working or running errands, with limited relaxation. However, it was also mentioned
that mothers who received increased respite care were able to receive short breaks from
stressful situations, sustain their coping efforts, and have time to restore their depleted
resources (Dyches et al.). Overall, research has shown that as respite care is associated
with single mothers’ positive appraisal of daily events, they experienced fewer symptoms
of depression. (Dyches et al.).
Research has further stated that the family structure has changed over the years in
Western society due to the decreased marriage rates, the increased divorced rates, and the
increased number of cohabitating couples (Organization for Economic Co-operation and
Development, 2012). Single motherhood, in general, presents some unique challenges,
for example, additional time pressure in managing daily family responsibilities and
financial pressures (McAuliffe et al., 2017). One study that compared the experiences of
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single and coupled first-time mothers of typically developing infants found that single
mothers experienced higher levels of stress than their counterpart (Copeland & Harbaugh,
2010). Overall, the study indicated that single mothers experienced poorer physical and
mental health outcomes compared to coupled mothers. It is important to note that
research found that single mothers were also less likely to be college educated and not as
likely to be homeowners (Vespa et al., 2013).
Furthermore, research suggests that single mother households are also less likely
to have health insurance and more likely to receive food stamps and public assistance
(Vespa et al., 2013). In addition to economic disadvantages, and outside of the
psychological issues of stress and depression, single-mother households report symptoms
of depression up to twice the rate of married mothers, often due to their high levels of
stress and low levels of social support. Also, mothers who exit their relationship within
the first 5 years from the child’s birth are more likely to experience increased parenting
stress and material hardships (Osborne et al., 2012).
Moreover, research has shown that single motherhood has been previously
explored particularly within the area of social welfare and employment research (Herbst
& Tekin, 2014); however, there is a paucity of research on single mothers of children with
chronic health conditions, including children with a disability (Brown et al., 2008). Even
fewer studies have been conducted with single mothers of children with ASD. Given the
challenges that single mothers face, combined with the unique factors identified among
mothers of children with ASD, such as increased stress levels and a lower quality of life,
there is a need to investigate the experiences of single mothers of children with ASD.
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Coupled Parental Households
Available research demonstrates that ASD affect couples in a variety of different
ways some partners draw closer to one another through the experience of caring for a
child with ASD, while others experience relationship dissatisfaction, separation and/or
divorce (Johnson, 2012). Yet other research reveals that many couples rearing children
with ASD may experience an initial dip in relationship satisfaction, but after adjusting to
a new way of life and developing new expectations for their children, are later able to
bond in novel ways (Johnson, 2012).
Despite the mostly negative individual outcomes for mother and fathers with
children with ASD, how parents as couples are impacted while rearing children with
ASD seems to greatly vary. For example, research suggests that more than 80% of
married couples who have children with ASD divorce before their children reaches
adulthood (Bolman, 2006). However, other empirical studies have come to similar,
though less dramatic, conclusions. Namely, Hartley et al. (2001) found that although the
risk of divorce for parents of typically abled children decreased as their children reached
young adulthood, the risk of divorce remained high for parents of children with ASD. In
this same vein, a number of other studies noted that parents and primary caregivers of
children experienced lower levels of marital satisfaction than parents of children with
typical needs (Higgen et al., 2005).
The characteristics and associated behaviors of ASD may create multiple
challenges for all family members (Smith et al., 2014). For parents, the challenges of
caring for a child with ASD may impact their relationship with their partner, lowering
relationship satisfaction (Hock et al., 2012). However, the impact on relationship
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satisfaction may not be entirely negative as couples adapts differently in response to a
child having a disability (Risdal & Singer, 2004). The transition of parenthood can
accompany decreases in relationship satisfaction for many couples, even in the absence
of having a child with a disability (Twenge et al., 2003). However, some studies suggest
that couples rearing a child with ASD may experience lower levels of relationship
satisfaction when compared with couples who do not have a child with ASD (Brobst et
al., 2009) or couples rearing a child with disabilities other than ASD (Kwok et al., 2014).
Furthermore, couples rearing an adolescent or adult with ASD showed a decline
in relationship satisfaction over a 7-year period (Hartley et al., 2012), the same period in
which couples with a child without a disability are showing increased satisfaction
(Gorchoff & Helson, 2008). For couples rearing a child with ASD, there are transitional
periods that may be especially challenging, such as the initial diagnosis, transition to
school and the transition to adulthood (Bower-Russa et al., 2015). The caregiving
demands associated with rearing a child with ASD can generate stress in parents (Brobst
et al., 2009). High levels of stress have been associated with low relationship satisfaction
in parents of a child with ASD (Benson & Kersh, 2011). Stressors may include the
severity of ASD symptoms and associated challenging behaviors (Brobst et al., 2009),
scarifies to own life and needs (Hoodsteen & Woodgate, 2013) and reduced social
support (Bromley et al., 2004).
Couples’ Relationship Satisfaction
In addition to the effect that parenting a child with ASD has on a parent’s
individual well-being, several studies have suggested that the couple relationship is also
compromised. Different authors found that parents of children with ASD report lower
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dyadic consensus and lower levels of material satisfaction compared with parents of
typically developing children (Brobst et al., 2009). In particular, Gau et. al (2012) found
that mothers of children with ASD reported more psychopathology and marital
dissatisfaction and lower levels of family cohesion and adaptability compared with
mothers of children without a child with ASD. As mentioned, several studies suggest that
coupled relationships are compromised. In line with this, Hock et al. (2012) viewed ASD
as a crucible for couples and identify three phrases of the maternal relationship: the ASD
crucible, tag team and deeper intimacy and commitment.
In the crucible phase the child with ASD is viewed as a stressor to the couple
relationship. The couple is “tested” and parents describe a dichotomous outcome: either
“make it or break it”, “sink or swim.” During the tag team phase the focus is posed on the
parental role and the couple relationship become secondary. A reorganization of the
family roles is required during this period. Finally, two factors precipitate the deeper
intimacy and commitment phase: the lack of intimacy and the fact that parents begin to
believe that looking after the couple relationships is beneficial to the child. This phase
involves renewing the commitment and helps couples to cope with the situation at hand.
Overall, the mentioned study examined the associations between supportive
dyadic coping and psychological adaptation in families parenting individuals with ASD,
assessing the mediating role of relationship satisfaction between them. Consistent with
previous research results, the mothers in the study experience higher levels of parental
stress compared with fathers (Gau et al., 2012). The findings showed that the more
satisfied mothers were with their couple relationship, the more psychological well-being
fathers reported. In conclusion, the findings of the study revealed that the mediation role
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of relationship satisfaction, as a supportive coping improves parental adaptation through
relationship satisfaction (Gau et al., 2012). These findings have implications for
clinicians, who should consider strengthening supportive dyadic coping and maintaining
adequate levels of relationship satisfaction (especially in mothers) as a means of
promotional parental psychological adaptation (Gau et al., 2012).
Experiences of Typically Developing Siblings
Rivers and Stoneman (2003) reported that typically developing siblings shared
positive relationships with their siblings who were diagnosed with ASD, despite
potentially dealing with decreased parental attention as well as their siblings’ poor
communication skills, limited social interaction and reciprocity, and embarrassing or
difficult public behavior. It was also reported that the initially close sibling relationship
appeared to deteriorate over time, as typically developing children were more likely to
report close relationships when their sibling with ASD was younger (Rivers & Stoneman,
2003). Furthermore, parents were found to overestimate the extent to which their
neurotypical children understood the impact of their sibling’s ASD on the family, and as a
result it has been suggested that siblings may internalize blame for the family difficulties.
A study was conducted to obtain the perspectives of adolescents siblings growing
up with a brother or sister diagnosed with ASD. Semi-structured interviews were used to
elicit the perceptions and experiences of 12 typically developing adolescents with a
brother with ASD. Siblings’ perceptions yielded six themes: difficulties and negative
impact of their brother’s diagnosis on themselves and their family, how others’ reaction to
their brother negatively affected them as siblings, how their histories with their brothers
contextualized their present circumstances, the varying degrees of acceptance and
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tolerance towards their brothers, positive perceptions and experiences with their brothers,
and their thoughts and worries about the future (Petalas et al., 2012).
Petalas et al. (2012) found that being a sibling of a child with ASD can be a
challenge at times, but can also lead to profound feelings of empathy and compassion.
Four of the 12 siblings interviewed in this study mentioned their brother’s aggressive
behavior had a negative and stressful impact on their lives. Some participants shared that
their brother’s aggressive behavior and outbursts led to their brother to be removed from
the home and placed into foster care. Other siblings reported different degrees of
aggressive behaviors such as physical aggression, encounters with thrown objects (e.g.,
vacuum cleaners, knives, and other tangibles). Some participants reported aggressiveness
in terms of this sibling’s reactions and verbal frustrations.
Siblings also reported that reactions of others to their brother with ASD were
often unhelpful and raised emotions of anger, frustration and disappointment. Nine
siblings commented on this theme. Some shared that their friend’s behavior toward their
brother with ASD demonstrated a lack of understanding despite being provided with an
explanation of their brother’s daily experiences. For example, some siblings reported that
their friends often asked their brother to speak, even though they were told that he was
nonverbal. Some siblings reported that their friends even gave their brother an insulting
nickname. Other siblings shared that they did not mention or explain their brother’s
unique behaviors or development because they did not want their friends or classmates to
feel sorry for them.
Adolescents siblings were able to appraise their present circumstances in the
context of their past. Some perceived change in a positive direction and mentioned how
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their sibling went from intense tantrums and aggressive behaviors, which disappeared
once their brother entered middle school. Others reflected on the closeness and
connectedness that they shared with their brothers due to similar developmental stage
when they were younger.
Having a brother with ASD was something that siblings accepted to varying
degrees. Five siblings wished that their brother did not have ASD or the ASD associated
characteristics. Some wished that they had a magic wand that could take ASD away.
Others drove wishes for a more emotional bond with their brother. For example, being
able to hang out together with friends, play sports, or create a band together. Lastly, some
siblings wished for a ‘normal brother.’
All siblings expressed positive views of their brothers. These included positive
descriptions of their brothers’ idiosyncratic behaviors and personality traits, as well as
accounts of positive experiences and time spent together. Siblings also mentioned how
their brother was generally happy and always interested in learning. Others expressed
how they enjoyed their brother’s positive disposition and energy. Four siblings expressed
concerns about what the future would hold, and what their role would be in their brothers’
future. Siblings also mentioned worries about their brother eventually attending high
school. Furthermore, there were concerns about their brother possibly being bullied for
being different from his peers. There were also siblings who reported concern on rather
their brother would have to live at home with their parents forever.
Additionally, another study was conducted which included 25 families rearing a
child with ASD and a typically developing child/adolescents over the age of 7 years old.
The participants were presented with open-ended questions pertaining to living with a
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sibling with ASD. The results of the study had a theme that emphasized on difficult
experiences. Reports stated that the different aspects were divided into two subthemes.
The first subtheme related to the family and was divided into two categories: siblings
received less attention from parents who paid more attention to the siblings with ASD and
siblings took on extra responsibility (Ward et al., 2016). For example, a 13-year-old
brother shared that he received less parental attention and his younger brother was
usually a first priority (Ward et al., 2016). An 11-year-old sister said that her younger
sister was the “center of attention and everything was pretty much about her younger
sister.” The 11-year-old sister also mentioned that she always had to “watch out for her
younger sister and keep track of her” while the family was at home or within the
community (Ward et al., 2016). Furthermore, a 16-year-old sister mentioned that she had
to babysit her younger sister with ASD even when she wanted to go out with her friends
(Ward et al., 2016). It was noted that siblings were more vocal about their negative
experiences and how their siblings with ASD had an adverse impact on their personal
lives and relationships more than positive experiences.
The second difficulty subtheme was related to bothersome behaviors, including
hitting, screaming, crying and destructive behaviors. A 7-year-old brother of a 9-year-old
male with ASD said “He hits me every time he cries.” An 11-year-old sister of a 14-yearold brother said “He always ran around screaming, he threw big tantrums” (Ward et al.,
2016). Lastly, a 9-year-old male sibling of a 4-year-old brother commented: “Him yelling
and screaming bothers me when I am reading or trying to play a game.” The
communication category expressed difficulties between participants and their sibling with
ASD. Participants mentioned that their siblings cried a lot, and it was hard to understand
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their wants and needs (Ward et al., 2016). Others reported that their siblings were verbal,
but could not express themselves. A participant mentioned an experience of her sibling in
distress, she expressed that due to the sibling being nonverbal; it was difficult to provide
help and care that was needed (Ward et al., 2016). Furthermore, some siblings of children
with ASD experience an increase of empathy for their siblings due to the barriers and
daily challenges that siblings may encounter on a daily basis. In contrast, others did not
relate to their sibling with ASD due to the increase of responsibility and decrease of
attention that they may receive from their parents.
Overall, having a child who is diagnosed with ASD can impact different members
of the nuclear family in many different ways. The child diagnosed with ASD may have a
negative or positive impact on mothers, fathers and siblings. Each family member may
have different viewpoints and perspectives of their brother, sister, son or daughter which
may led to different reactions, relationships, feelings and an overall quality of life.
Although mothers and fathers experience parental stress while caring for a child with
ASD, mothers tend to receive more stress due to being the primary caregiver and
advocate for their child. Fathers also experience stress, however it is more so due to the
lack of control and understanding, until they reach a sense of acceptance. In conclusion,
siblings may also experience stress due to the decrease of attention, and an increase of
responsibility for helping care for his or her sibling with ASD.
Extended Families’ Experiences
Perceived social support is an integral coping source in the caregiving stress and
adaption process (Lazarus & Folkman, 1984). Research shows perceived support from
informal social networks, such as family and friends, to directly impact the mental health
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of mother of children with ASD, as well as buffer the impact of negative stress-appraisal
on caregivers’ mental health (Benson & Karlof, 2009). Research suggests that in the
United States, 2.7 million custodial grandparents live with and provide for the basic
needs of more than 5.7 million grandchildren (U.S. Census Bureau, 2014). These kin or
skip-generation caregivers serve as a vital, social safety net and typically prevent children
from entering the foster care system (Hayslip & Kaminski, 2005). Literature states that
with the increasing numbers of ASD diagnosis, the number of custodial grandparents
have increased as well.
Hillman and Anderson (2018) studied 117 custodial grandparents of children with
ASD from 37 states completed an online survey with open-ended questions about their
greatest challenges and joys as grandparents. The grounded theory analysis revealed four
categories of experiences (issues with adult children, caregiver burden, coping, and
wisdom) explained by 15 themes. The themes issues with adult children were origins of
custodial care, legal issues, conflict during visitation. Caregiver burden included ASD
behavior problems, insufficient ASD services, finances, 24/7 demands, and fear of the
future. Coping incorporated celebration of progress, unconditional love, faith/moral
imperative, and focus on the positive. Wisdom included personal growth, connection with
village, and insight for others (Hillman & Anderson, 2018). Overall, the analysis of the
first-person perspectives of the grandparents revealed caregiver burden, but also found
the balance between the pros and cons of caring for a child with ASD.
Furthermore, research was also conducted in India and the literature on mothers
caring for children with ASD is emerging. Social support was a common theme that
emerged across all of the qualitative studies that were conducted. However, evidence of
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the usefulness of social support in the lives of caregivers was mixed. While some studies
found the family to be a significant source of support, others showed the opposite. For
example, in studies by Daley (2004), caregivers simultaneously perceived spouse,
grandparents, siblings or other extended family members as both sources of support as
well as stress. Furthermore, other research from the West showed how negative
interactions with decreased or undid the positive impact of perceived social support,
resulting in psychological distress (Ekas et al., 2010, Pottie et al., 2009).
Families and Severe Behavior and Communication Challenges
Research also examined the experiences of families living with a child with
severe ASD. However, there is limited literature on the experiences of families when a
child has severe autism distinct from milder autism and includes voices of multiple
family members. A study was conducted and examined that families shared that as the
child with ASD grew, behaviors became more difficult to manage (Bessette et al., 2016).
They discussed a range of significant autism-related self-injurious behaviors (e.g., head
banging, biting their own fingers and arms, throwing themselves into furniture, punching
themselves in the head and picking at their own skin, resulting in open lesions). Severe
behaviors also included aggression to others, such as pinching, hitting, scratching, biting,
head butting and throwing toys or items (Bessette et al., 2016). This resulted, among
other causalities in welts, and bruises, a teacher’s broken nose and a mother’s black eye.
Most commonly discussed were meltdowns or tantrums, severe sleep issues and
elopement. Several families reported that they had to install mental bars, alarms and
multiple locks on doors and windows to prevent the child from escaping and running
away. Most families often felt safer at home rather than outside the home because of their
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familiarity with their home’s safety features and fear of the chance of the child running
away when in public (Bessette et al., 2016). In addition to behavioral challenges, families
experienced a significant lack of verbal and nonverbal communication with their child.
The lack of communication often left family members worried that they would not be
able to help the child if he or she became ill because of the child’s inability to
communicate basic needs. It was common that the child could not communicate a
toothache or earache, which in some cases resulted in severe unresolved pain and medical
complications (Bessette et al., 2016).
Family Quality of Life
According to the WHOQOL Group (1996), the quality of life is defined as an
individual’s perceptions of their position in life in the context of the culture and value
systems in which they live and in relation to their goals, expectations, standards and
concerns. Families who care for a child with ASD typically experience different emotions
and face a multitude of practical demands. These demands include continuous time
pressures, significant financial burden, the need to provide support and accommodation
for their child’s education, greater investment in healthcare and greater delays in
accessing medical care, increased necessity for vigilant parenting, constant self and child
advocacy, fewer opportunities to work and often the presence of one or more therapist in
the home (Lord & Bishop, 2010). Mothers of adolescents with ASD were found to devote
more time to providing childcare and completing household work and less time
participating in leisure activities than mothers of typically developing children (Smith et
al., 2010). Because of this strain, mothers of children with developmental disabilities
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work approximately 8 fewer weeks per year than mothers with mental health difficulties
(Seltzer et al., 2001).
Furthermore, it was noted that the inability to work increases financial stressors
on families may also diminish parents’ resources for both social and emotional support.
Others described how having a child with ASD had shaped their friendship groups with
those friends who were understanding and made an effort to get to know their children
becoming closer friends (Seltzer et al., 2001). Overall, relationships with peers who had
children with ASD or other developmental disorders were especially valuable for a
number of parents, allowing them to seek advice and honestly express their frustration
and emotions without fear of judgment (Seltzer et al., 2001).
A number of internal and external family resources have been suggested to act as
protective factors in mothers rearing children with ASD, decreasing vulnerability to
negative outcomes. These resources are the family (i.e., the expression of thoughts,
feelings and support within the family unit); family hardiness (i.e., the strength of the
family unity, commitment, and sense of control); level of marital support; perception of
social support; sense of coherence (i.e., seeing life as meaningful, ordered, and able to be
managed; and the range of coping strategies mothers employed to cope with identified
stressors (McStay et al., 2014b).
In China, parents of children with ASD are often emotionally exhausted and can
become pessimistic and hopeless, sometimes leading to divorce and, at times, even
leading some family members to commit suicide (Fei, 2015; Lee & Tsang, 2016).
Compared to fathers and other family members, mothers take on much of the
responsibility for rearing children with ASD. They experience a countless amount of
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problems, often leading to depression and anxiety (Wang et al., 2013; Xiong et al., 2011)
and decreased parenting efficacy (Karst & Van Hecke, 2012), and struggle to balance
caring for their child with ASD, caring for the rest of their family and fitting in their
interest and professional careers.
Family Supports
In recent conceptual analyses it has been reported that 40% of mothers of children
with ASD experience traumatic stress and trauma-related symptoms (Stewart et al.,
2017). Mothers’ compromised mental health and a negative outlook can significantly
influence the care that a mother provides for her child with ASD. However,
psychoeducational interventions can help parents cope successful with rearing a child
with ASD, but parental stress makes interventions less effective (Osborne et al., 2018).
Mothers participating in a brief acceptance and commitment therapy group intervention
showed significantly improved psychological flexibility, cognitive integrations and
confident fusion (Fung et al., 2018).
Other supports may include social support. Social support has been identified as a
critical factor that reduces the negative psychological effects of rearing a child with ASD
as well as other disabilities (Bishop et al., 2007). In particular informal support, such as
that provided by friends and family, has been shown effective in reducing stress among
mothers of children with ASD. For example, mothers of children with ASD who perceive
receiving higher levels of support, especially from spouses and relative, report lower
levels of depression-related somatic symptoms and fewer martial problems (Dunn et al.,
2001). Several studies have shown that mothers first turn to their spouse for support, then
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to their immediate family, and finally to others parents of children with disabilities (Dunn
et al., 2001).
Although different types of informal support have been associated with increased
well-being, research has not systematically examined whether one source of informal
support is more effective than another in helping mothers of children with ASD cope with
stress. For example, although mothers of children with ASD may turn to their spouse first
(Boyd, 2002), their spouse may not be the most effective support. It is possible that their
spouse may be equally distressed and unable to provide effective support and that
extended family (e.g., parents, brothers, sisters, etc.) or close friends may be more
beneficial in promoting mothers’ well-being. Research suggests that women turn to
individuals outside their marriage (e.g., friends and family) when they do not receive
adequate support from their spouse (Ekas et al., 2010).
A study investigated the relative effects of three types of informal social support
(support from partners, other family members and friends) on the overall well-being of
mothers of children with ASD. In addition to the impact of extrinsic influences, such as
social support, characteristics of the individual may also influence well-being (Ekas et al.,
2010). Previous research has found that personality characteristics such as locus of
control and hardiness, contribute to the well-being of mothers with children with ASD
(Dunn et al., 2001). Research also suggests that one personality characteristic that may be
especially important in promoting better psychological functioning in mothers of children
with ASD is optimism. Optimism refers to the tendency of an individual to expect
positive outcomes in life (Scheier and Carver 1985). Furthermore, research suggests that
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among mothers of adults with autism, optimism has been associated with greater
psychological well-being (Greenberg et al., 2004).
The findings of the study proposed that one possible implication is that such an
intervention should focus on increasing optimism. For example, cognitive behavior
therapy (CBT) techniques, such as self-monitoring and cognitive restructuring, have
known to increase optimism (Pretzer & Walsh, 2001) by having individuals monitor
positive aspects, changes and possibilities in their life situation. Interventions utilizing
CBT techniques have been consistently effective among families of children with
developmental disabilities (Singer et al., 2007).
Current research suggests that given that increased social support is associated
with increased optimism, it seems important to increase both the amount and quality of
various informal, as well as formal, social supports available to mothers (Ekas et al.,
2010). More specifically, it seems likely that an increase in social support that provides
helpful information along with other types of instrumental and emotional assistance will
increase optimism and enhance maternal well-being. One possible model that could be
utilized in this population is the parent-to-parent model (e.g., Singer et al., 1999). This is
a program designed to match parents of children with disabilities with parent supporters
(e.g., individuals who have experience caring for children with disabilities). The
supporter provides emotional support and shares general information with the parent.
This model could be implemented with parents of children with ASD through regional
autism support centers (Ekas et al., 2010).
Overall, there are several intervention programs that could be implemented with
families of children with ASD that could focus on improving the skills necessary to
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increase optimism as well as increasing parents’ social support networks. Research
suggests that many households experience feelings and obstacles within their nuclear
families. However, with supports from extended family, interventions, mental health
services, therapy and self-care, the quality of life while rearing a child with ASD can
improve over time. The current study allows families, physicians, teachers and other
connectors of children diagnosed with ASD gain a better perspective on how the
diagnosis may impact the maternal caregivers’ quality of life. This study may also
provide a different viewpoint of how important mental health and quality of life is as a
maternal caregiver with the emphasis of caring for a child with ASD. In conclusion, is
important to remember that in order to properly take care of others, we must first properly
take care of ourselves.
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Chapter 3: Method
The main objective of the current quantitative study was to investigate and gain
insight into the perceptions of maternal caregivers who care for at least one child
diagnosed with autism spectrum disorder (ASD). In this quantitative study, data was
collected through surveys completed by primary maternal caregivers of children with an
ASD diagnosis. The survey was sent to participants who had at least one child with a
diagnosis of ASD. An informal letter to maternal caregivers included a brief description
of the survey and contact person for further information if questions or concerns arose.
Demographic information was obtained to classify the different groups within the study.
The survey addressed the quality of life concerning impacts of caring for a child with an
ASD diagnosis. More specifically, maternal caregivers were asked questions about the
impact of their family relationships, work, leisure time, childcare, community outings,
and relationships in an effort to understand the lived experiences of maternal caregivers.
Variables
The independent variable was the family household dynamic: single-parent,
coupled, or extended family (multi-adult) households. The dependent variable was the
maternal perception of quality of life while rearing a child diagnosed with ASD in a
single-parent, coupled, or extended family (multi-adult) household.
Participants
Participants were biological mothers and/or primary maternal caregivers of at
least one 3 to 18-year-old child with a diagnosis of ASD in a single-parent, coupled, or
extended family (multi-adult) household. Overall, the aim was to compare different
maternal caregivers’ living circumstances while rearing a child with ASD.
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Inclusion/Exclusion Criteria
In order to participate in the study, mothers or primary maternal caregivers had to
care for at least one child diagnosed with ASD. The child had to be between the ages of 3
and 18 years. Furthermore, the child with ASD could range in severity of needed
supports; the level of support needed was not a factor in this study. The participants’
relationship status could be one of following options: two-parent/caregiver, single
mother/caregiver, extended family (e.g., grandparent, brother, sister, aunt, uncle, cousin),
two-parent/caregiver plus extended family, single mother/maternal caregiver plus
extended family, foster family, and other. Furthermore, the mother or primary maternal
caregiver could identify as single, coupled, married, divorced, widowed, separated,
adoptive parent, or legal guardian. Furthermore, having a neurotypical sibling was not
required, but was accepted within the study. Lastly, individuals who were not a mother or
primary maternal caregiver of a child with an ASD diagnosis between the ages of 3 and
18 were excluded from the study.
Key Terms and Operational Definitions
Single-parent household was defined as: Mother or maternal caregiver who does
not have a spouse, partner, or in-house support system that is a resident within the same
household to help care for the child with ASD.
Coupled household was defined as: Mother or maternal caregiver who has a
spouse or partner support that lives as a resident in the same household who forms a
parent-child or caregiver-child relationship with at least one child with a diagnosis of
ASD.
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Extended family household was defined as: A multi-adult household; a family that
extends beyond the nuclear family dynamic which may include but not limited to
grandparents, aunts, uncles and/or other relatives or friends who live within the same
household as the mother or maternal caregiver and child with the ASD diagnosis.
Recruitment Procedures
Invitations to participate were distributed to mothers and maternal caregivers
through personal relationships (Appendix A), and the survey was posted on specialinterest groups on social media (e.g., Facebook, Instagram, and Twitter). Participants
who completed the survey were encouraged to share the survey, creating a snowball
effect with other mothers and maternal caregivers whom they believed would be
interested in participating in the study and met the criteria to participate in the study.
All mothers and maternal caregivers who participated in the survey did so on a
strictly voluntary basis and could have discontinued their participation at any time. No
identifying information about individual participants was collected. After completing the
survey, participants were invited to enter an optional drawing to receive a $100 Visa gift
card in appreciation for their participation. Individuals who wished to enter the drawing
were asked to send a confirmation message to the researcher via email once the survey
was completed. Individual responses to the survey were not linked to drawing entries in
any way.
Measures
Demographics
A demographic instrument was utilized to obtain information on participants’
race, age, marital status, etc. and characteristics of their ASD child (Appendix B). A
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quality of life survey and a couples’ satisfaction survey were also used to explore the
lived experiences maternal caregivers while rearing at least one child with a diagnosis of
ASD.
World Health Organization Quality of Life Brief Version
The World Health Organization Quality of Life Brief Version (WHOQOL-BREF)
measures four domains: physical health, psychological, social relationships and
environmental. There are 26 items in total, with a five-point Likert scale. The maternal
caregivers were asked to answer each item reflecting on experiences within the last 2
weeks (Appendix C). Physical safety and security, home environment, financial
resources, accessibility to services and its quality, and opportunities for leisure activities
are included within the measure (WHOQOL Group, 1998).
The physical domain includes: activities of daily living, dependence on medicinal
substances and medical aids, energy and fatigue, mobility, pain and discomfort, sleep and
rest and work capacity. The psychological domain includes items such as positive and
negative feelings, self-esteem, body image and appearance, positive feelings, thinking,
learning, memory and concentration, and spirituality. The social relationships domain
includes personal relationships, social support, and sexual activity. The environmental
domain includes items such as financial recourses, freedom, physical safety and security,
health and social care; accessibility and quality, home environment, opportunities for
accruing new information and skills, participation in and opportunities for
recreation/leisure activities, physical environments, (pollution/noise/traffic/climate) and
transport.
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Four domain scores are calculated using the mean score of each item within each
domain, and in order to make the domain scores comparable with the WHOQOL-100, the
mean scores are then multiplied by four (WHOQOL Group, 1996). Each domain is
reported to have acceptable internal consistency. The alpha levels reported for each
domain are 0.82, for the physical domain, 0.81 for the psychological domain, 0.68 for the
social relationships domain, and 0.80 for the environmental domain (Skevington et al.,
2004). Likewise, acceptable test-retest reliability is 0.66 for the physical domain, 0.72 for
the psychological domain, 0.78 for the social relationships domain, and 0.87 for the
environmental domain over a 2- to 4-week period (WHOQOL Group, 1998).
Couples Satisfaction Index
The Couples Satisfaction Index (CSI) is a 32-item scale was designed to measure
participants’ satisfaction with their relationship. The scale has a variety of items with
different response scales and formats. The authors have also specified that the scale can
safely be condensed to fewer, (4 items or 16 items) depending on a researcher’s needs.
The CSI-16 was utilized for this study (Appendix D). It is a 16-item scale, and scores are
based on the sum of all items, with a possible range of 0-81. Higher scores indicate
higher levels of relationship satisfaction. CSI-16 scores below 51.5 suggest notable
relationship satisfaction. The CSI-16 offers response options on a 7-point ordinal scale
from 0 to 6, nine items contain responses on an ordinal 6-point scale from 0 to 5, and six
items offer response on a 6-point semantic differential scale from 0 to 5 (Funk & Rogge,
2007).
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Chapter 4: Results
This study used survey data on maternal caregivers’ quality of life while rearing
at least one child with ASD and factoring in a single-parent, coupled, or extended (multiadult) household status. Of the 102 initial participants who met the sample criteria and
agreed to participate in the study, 75 completed the questionnaire in its entirety, including
72 biological mothers, 2 stepmothers, and 1 godmother of at least one child with ASD.
Table 1 provides a summary of the analyses of variance (ANOVAs) that were
conducted. The results suggested that quality of life is related to the characteristics and
supports for the maternal caregivers (either significantly or marginally significantly).
However, it should be noted that not all supports were related to the characteristics of the
child with ASD. There was a significant difference between maternal caregivers’ support
from family and friends with regard to physiological (p = .030), social relationships
(p = .000), and environmental (p = .014) quality of life. It appears that maternal
caregivers who received support while caring for a child with ASD had a higher quality
of life in terms of self-esteem, relationships, and living environments. These maternal
caregivers tended to have a more positive view of body image and appearance, higher
thinking, memory, and concentration abilities and may be more in touch with their
spirituality. In terms personal relationships, these maternal caregivers have social support,
higher sexual activity and more opportunities for recreation/leisure activities, health, and
social care.
There were also significant differences between a mother’s personal self-care time
taken (p = .002) and the physical health (e.g., energy, mobility, sleep, daily living and
work capacity). These mothers tended to have more time to attend to personal interest,
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social encounters, and lifestyles that they may have had prior to the child’s ASD
diagnosis. However, it is important to note that some maternal caregivers utilized selfcare time to do chores, attend to their other children, or run errands. Furthermore, results
revealed that younger maternal caregivers (ages 18-34) had a higher quality of life than
older maternal caregivers (ages 35-54) in terms of physical health (p = .027),
psychological (p = .005), social relationships (p = .005) and environmental (p = .007). It
appears that younger maternal caregivers tended to have more positive experiences with
living, body image, social support, sexual activity, freedom, and more time for leisure
activities. Younger mothers may have had fewer responsibilities and better access to
social supports. Older mothers may have had more financial commitments, less time for
social encounters, and more children to care for, which could increase stress and decrease
quality of life.
There was also a significant association between employment status and maternal
caregivers’ social relationships. Maternal caregivers who were employed had a higher of
psychological (p = .005) and social (p = .007) quality of life. Employed maternal
caregivers may have had better thinking, learning, and memory abilities and more social
supports and personal relationships due to work and career oriented tasks. Previous
research also suggested that inability to work increases financial stressors on families and
could diminish parents’ resources for both social and emotional support (Seltzer et al.,
2001). Therefore, working mothers may have a greater purpose in life beyond caring for
their child with ASD. However, research also suggests that multiple incomes can
decrease financial stress, enabling maternal caregivers to devote time and energy to other
outlets.
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Furthermore, it was hypothesized that rearing a child with an ASD diagnosis
would impact single maternal caregivers’ quality of life more than maternal caregivers in
a coupled or extended family (multi-adult) household. Results showed that there were no
significant findings in terms of marital status or household living dynamics and maternal
caregivers’ quality of life. Maternal caregivers were able to maintain their lifestyles and
functioning regardless of marital status and household structure. Based on observation
and previous research, maternal caregivers are resilient individuals who have the ability
to care for their children despite the odds, lack of support, or household living conditions
while caring for children with or without ASD.
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Table 1
Analyses of Variance for Supports, Maternal Characteristics, and Quality of Life
Supports

Physical

Psychological

Social

Environmental

.334

.008

.084

.070

.092

.030

.000

.014

Self-care time

.002

.053

.004

.068

Age (younger = higher

.027

.005

.005

.007

.069

.005

.007

.241

Marital status
(single/divorced vs.
married/living
together)
Support from family
and friends

QoL)
Employment
(employed vs.
unemployed)

The results presented in Table 2 revealed a significant difference between social
relationships (p = .029) and communication ability of the child diagnosed with ASD.
Maternal caregivers of nonverbal children with ASD had a higher quality of life in terms
of personal relationships, social support, and sexual activity than maternal caregivers of a
verbal child with ASD. Based on observation and previous research, maternal caregivers
and siblings of nonverbal children tend be more protective of the child with ASD who in
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terms may not be able to effectively communicate his or her feelings or experiences,
especially pain or discomfort. Therefore, the child with ASD may primarily be left in the
care of family members or other highly trusted adults, which can lead to a decrease in
stress and anxiety and a better quality of life for maternal caregivers. Maternal caregivers
of nonverbal ASD children may also have access to more assistive technology and
therapies to help the child communicate in a functional manner. Nonverbal children with
ASD often have special programs, one-on-one support staff within the classroom and/or
home, and may receive support from a dedicated special needs team to help both the
maternal caregiver and child. The maternal caregiver may have a higher quality of life
due to the direct services and support that the family receives on both a personal and
social level.
Moreover, it appears that maternal caregivers’ quality of life was not significantly
affected by the level of support and assistance the child required. The ability to maintain
daily living habits, work, learning, relationships, financial resources, and physical safety
were not compromised, despite the amount of time and effort invested in caring for a
child with ASD. Maternal caregivers appeared to embrace the unique challenges of their
ASD child, become accustomed to the unique challenges, and/or incorporate their
experiences as their normal within their family. These maternal caregivers orchestrated
their lives around the needs and supports required by their child with ASD. The results
also suggested that the current age of the child, age at diagnosis, and hours of service
received did affect maternal caregivers’ quality of life. Additionally, the characteristics of
the ASD child did not adversely or significantly impact maternal caregivers’ quality of
life in the physical, psychological, social, or environmental areas. Maternal caregivers
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appeared to be able to function, regardless of the characteristics of their child, and in
general appeared to adapt to life changes.

Table 2
Child’s Autism Spectrum Disorder Characteristics and Quality of Life
Child’s Characteristics

Physical

Psychological

Social

Environmental

Current age

.711

.458

.082

.222

Age at diagnosis

.948

.694

.697

.904

Severity

.076

.228

.612

.147

Communication level

.436

.084

.029

.125

Hours of service

.532

.682

.800

.542

In terms of couple’s satisfaction, it was hypothesized that higher relationship
satisfaction would be correlated with higher quality of life. There was a significant
difference in the quality of life in the psychological (p = .007), social (p = .000), and
environmental (p = .030) domains. However, there was no significant difference in
physical health (p = .057). The research suggested that couple satisfaction was
significantly impacted in terms of the maternal caregivers’ perceptions of body image,
appearance, sexual activity, and social care. Participants often expressed having a strong
and rewarding relationship with their partner and mentioned positive connections as
feeling as if they were part of a team and being comfortable with their partner. Based on
the CSI-16, maternal caregivers with higher couples satisfaction also would describe their
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relationship as rewarding, enjoyable, and/or sturdy. These maternal caregivers appeared
to have a relationship in which their partner met their original relationship expectations,
and participants tended to have an overall sense of satisfaction of their relationship.

Table 3
Maternal Caregivers’ Quality of Life and Couples Satisfaction
Couples Satisfaction

Physical

Psychological

Social

Environmental

.057

.007

.000

.030

Index
Couples satisfaction

Table 4
Maternal Caregivers’ Demographics
Race/Ethnicity

%

n

White/Caucasian

74.67

56

Black/African American

20.00

15

Hispanic/Latina

9.33

7

Asian/Pacific Islander

5.49

5

Native American/American

1.33

1

Indian
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Table 5
Maternal Caregivers’ Marital Status
Marital Status

%

n

Married

64.00

48

Single

17.33

12

Domestic partnership

9.33

7

Divorced

10.67

8

Table 6
Maternal Caregivers’ Level of Education
Education Level

%

n

2.67

2

8.00

6

Some college

20.00

15

Associate’s degree

12.00

9

Bachelor’s degree

37.33

28

Master’s degree

18.67

14

Doctoral degree

1.33

1

Less than a high school
diploma
High school diploma or
GED
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Table 7
Maternal Caregivers’ Age
Age Range (Years)

%

n

18-24

2.67

2

25-34

33.33

25

35-44

41.33

31

45-54

22.67

17

Table 8
Family Household Dynamics
Household Structure

%

n

Single

21.33

16

Coupled

70.67

53

Extended family (multi-

8.00

6

adult)

59
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Table 9
Maternal Caregivers’ Employment
Employment Status

%

n

30.67

23

13.33

10

Self-employed

17.33

13

Student

1.33

1

Unable to work

12.00

9

Unemployed

25.33

19

%

n

Less than $15,000

8.00

6

$15,000-$35,000

22.67

17

$36,000-$56,000

14.67

11

$57,000-$77,000

5.33

4

$78,000-$96,000

9.33

7

$97,000 or more

40.00

30

Full-time (40 or more
hours/week)
Part-time (less than 40
hours/week)

Table 10
Household Income
Total Income Range
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Table 11
Couples Satisfaction
Couples Satisfaction

%

n

Satisfied

61.82

34

Dissatisfied

38.18

21

Index Score

Table 12
Maternal Caregivers’ Self-Care
Self-Care Opportunities

%

n

Almost always

9.33

7

Sometimes

61.33

46

Never

29.33

22

Table 13
Support From Family and Friends
Support Received

%

n

A lot

20.00

15

Some

50.67

38

None

29.33

22

61
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Table 14
Communication Ability of the Child With Autism Spectrum Disorder
Communication Level

%

n

Verbal

69.33

52

Nonverbal

30.67

23

Table 15
Support Required by the Child With Autism Spectrum Disorder
Support Level

%

n

Level 1. Support

34.67

26

Level 2. Substantial

41.33

31

24.00

18

support
Level 3. Very substantial
support

62
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Chapter 5: Discussion
Given the well-documented challenges of rearing children with ASD, this study
aimed to identify factors and domains of the quality of life of maternal caregivers of
different age groups, marital statuses, levels of employment, support from friends, ASD
child’s communication level, self-care opportunities, household family dynamics, and
other aspects of life. There was no significant difference between single-parent and
coupled, or multi-adult households. It is noted that women are becoming more educated,
earning higher salaries and becoming more self-sufficient within todays society. Women
appear to be more independent and have the ability to take care of themselves, their
nuclear family, extended family and friends, regardless of their household dynamics.
However, the results suggested that maternal caregivers who receive support from
family and friends tended to have a higher quality of life in psychological, social, and
environmental areas. Those who were able to engage in self-care and separation from
being the primary caregiver of the child ASD had a higher quality of life in the physical
health and social relationships aspects of life. These maternal caregivers tended to have
more positive experiences with daily living, sleep, mobility, work capacity, personal
relationships, social relationships, and sexual activity. They also had a positive view of
their body image, more learning experiences, positive feelings, increased spirituality,
opportunities for acquiring new skills, safety, security, and participation in leisure
activities. Receiving support from family and friends often gives maternal caregivers the
opportunity to attend to themselves or devote time and interest into more desirable
activities for themselves and their mental health. For example, supported mothers may be
given a few hours a day or week to engage in personal grooming and maintenance,
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massages, shopping, resting, vacationing, dining, working out to maintain or to reach
their body image goals, socializing with friends, napping or simply watching their
favorite television program. These physical and mental health breaks can act as a reboot,
and recuperation, so they are able to prepare for the challenges and embrace the acts and
demands of motherhood when reunited with their children.
The results of the current study also revealed that younger maternal caregivers
(ages 18-34) had a better quality of life in all four domains. In terms of the environmental
area, younger mothers may be more attuned to social media and have the ability to
connect with and gain access to different social groups for ASD moms or special
playgroups for ASD children. With regard to physical health, younger maternal
caregivers tend to have more physical energy due differences in age, individual
responsibilities, or general health. The psychological aspects of younger maternal
caregivers were reflected in body image and appearance, perhaps using social media to
access virtual exercise programs. Social media influencers and images of ideal or goaloriented body types may also have inspired them to get in touch with their ideal body
image. Older maternal caregivers may already feel more comfortable and confident with
themselves and may choose to focus their time and energy on other facets of life.
Furthermore, older maternal caregivers may have limited access, time, or skills to
network, investigate, and effectively use social media for social plans, work out plans, or
other means of leisure to maintain a higher quality of life. Older maternal caregivers may
also be responsible for more children. The greater demands of caring for a child with
ASD with additional, or grandchildren children may decrease the quality of life due to the
cost of living and multiple responsibilities of multiple individuals within the family.
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It should also be taken into consideration that older mothers may have more
financial burdens due to older age and the possibility of having older children when
compared to younger maternal caregivers. Older maternal caregivers may have more
costly responsibilities of mortgages, higher cost of life insurance policies due to older
age, multiple car payments and car insurance policies of different family members’
vehicles. They most likely provide clothing, food and shelter to larger and older children,
along with the possibility of college tuition of at least one of their children depending of
the educational expectations of the family. In contrast, younger maternal caregivers tend
to have lesser financial burden in regards to daycare, free early intervention programs or
schooling and basic necessities of smaller and younger children.
Overall, research revealed that a maternal caregiver’s quality of life did not vary
among the household dynamics of single-parent, coupled, or extended (multi-adult)
households. The maternal caregivers within the study included biological mothers, and
maternal caregivers from various household structures. The women differed in age,
ethnicity, social economic status, educational background, marital status and expressed
difference experiences of their quality of life. However, they did have two things in
common. Firstly, they were each a mother or maternal caregiver and secondly, they were
each a mother or a maternal caregiver to at least one child with ASD. Caring for a child
as a maternal caregiver may be one of the most challenging duties of a woman regardless
of the cognitive abilities or social formalities of their child. The participants’ quality of
life was not significantly impacted by the household dynamic because maternal
caregivers know that regardless of what is happening in the outside world and despite the
hardships, ups, downs and good times, being a maternal caregiver is a 24/7 job, and
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maternal caregivers have to do their best to maintain a safe, healthy, structured and loving
household for their family. Maternal caregivers understand that the end goal is to take
care of themselves and their families. Based on current research, maternal caregivers
have the ability to do that, all while living in a single-parent, coupled, or extended family
(multi-adult) household because they understand their position and they get things done
in order to set their children and family up for success so that they can each have an
opportunity of obtaining a better outcome of life.
Limitations
In this study participants were mainly recruited through special interest groups via
social media platforms and through personal and social relationships. Results shown that
74.67% of the participants identified as White/Caucasian maternal caregivers, with the
remaining participants consisting of Black/African American (20%, n = 15),
Hispanic/Latina (9.33%, n = 7), Native American or American Indian (1.33%, n = 1),
Asian or Pacific Islander (5.49%, n = 5) women. Based on outreach and social media
networking, there were more White/Caucasian maternal caregivers who were opened and
willing to share their personal experiences while caring for a child with ASD. During
social media engagements and outreach, this group of maternal caregivers responded to
the inquiry and had their social media platforms open to the public, which allowed for
more access to engage and inquire about sharing their perceptions of their quality of life
to contribute to the research. Despite some participation, other races and ethnicities
appeared to be more reserved and guarded with their willingness to share their personal
experiences in terms of caring for their child with ASD. Overall, the results and
participants have a skewed amount of diversity among ethnicities and cultural groups.
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It is also noteworthy to mention that this study was investigated and completed
during a global pandemic of COVID-19 which resulted in illnesses, deaths, social
distancing with limited contact with peers and social groups, closures of schools,
daycares and public facilities, limited in-person therapies etc. Results of the pandemic
also resulted in closed business, loss of employment, a decline in finances and an increase
in hardship for some families. These experiences may have had an adverse impact on the
quality of life, couples satisfaction, and relationship within the maternal caregiver’s
families at the time of participation. It should also be taken into consideration of the
requirement to wear a face shield or mask (starting at age 3) may had an adverse impact
on maternal caregivers’ quality of life, most specifically within the social domain with
their children. Children with ASD may experience sensory challenges which can cause
more stress and an uncomfortable state within the body while required to wear a face
covering due to COVID-19. During this time maternal caregivers may have felt a decline
in supports due to social distancing such as child therapies. Furthermore, due to the
practice of quarantine, maternal caregiver’s time away and breaks from their child or
children may have ceased in order to stay safe according to CDC recommendations and
guidelines.
Lastly, a short-form of the Couples Satisfaction Index (CSI) can be taken into
consideration to include in future questionnaires. The CSI developers noted that the 4item questionnaire was just as effective as the 16- and 32-item questionnaires depending
on the researchers needs. The 27 participants who submitted a survey missed and failed
to answer at least one item within the CSI-16 questionnaire. Therefore, their data was not
completed in its entirety and their data was not able to be accepted or included in the
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current study. A four-question index may have resulted in more participants completing
the survey in its entirety because the majority of the participants who were not included
in the sample missed items within the CSI-16 question index. The CSI-4 may cause less
room for error with responses which may have ultimately contributed to the diversity, age
and perception of more maternal caregivers within a relationship for future research.
Future Research
In terms of future research, it is important to recognize that there are many early
intervention facilities, special programs and schools for children from ages 2 to 18 years
of age. However, there is limited data that supports programming for adults with ASD.
Additional research could focus on the quality of life of maternal caregivers while rearing
an adult child with ASD. Society often emphasizes early intervention, primary and
secondary education. However, in many instances, when an ASD child becomes a legal
adult, limited supports are offered in college, within residential home settings or places of
employment.
There is also limited research which investigates the home life of ASD adults
while living with their parents. This focus of research would obtain and share a better
perception of the parents who lived through longer periods of experiences of rearing a
child with ASD due to the older age of both parties (parent and adult child). Overall, the
focus of adult children would help contribute to more research and insight to the older
population of ASD adult children. Research could focus on daily experiences and
encounters, services received, and the overall journey post high school. Research would
be able to provide an even broader spectrum of the quality of life of maternal caregivers
of older adult age groups while also ranging within different family dynamics.
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Furthermore, the current study could also be replicated from a father’s
perspective. Research presents limited studies and data pertaining to fathers and their
parenting experiences. A future study could focus on the quality of life of paternal
caregivers while rearing a child with ASD in a single-parent, coupled or extended (multiadult) house. Based on the findings of the current study, there are many fathers and
husbands who are present or involved in their child’s life. However, similarly to mothers
and maternal caregivers, fathers and paternal caregivers often do not receive check-ins or
words of affirmation as they help care for a child with ASD. A paternal perspective and
outlook on the quality of life and lived experiences would also help bring light to the
needs and supports of fathers and parental caregivers within the ASD community.
Further research could also utilize and replicate this study, but in a qualitative
form. Many of the mothers during this study held conversations with the researcher via
direct messaging on social media venting about their experiences as a mother of an ASD
child. Many mothers also thanked the researcher for shedding light on their quality of life
and sharing the data with the community. They further explained and showed gratitude
because they felt as though no one ever inquires about their day, struggles, or experiences
as a mother, more specifically as a mother of a child with ASD. A qualitative version of
this study would investigate on a more supportive and one on one level which would be
more relationship oriented. Based on the feedback and dialogue from some of the
participants, a lot of thoughts, feelings and experiences would be expressed and would
help gain a more concrete visual of what maternal caregivers of ASD children experience
on a daily basis. The qualitative study and themes that arise would give additional insight
through the lens of the quality of life, couples satisfaction, and shared stories of the
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different families all while residing within a single-parent, coupled, or extended (multiadult) household.
Overall, it is important to acknowledge that many people have personal
experiences with ASD or know someone with an ASD diagnosis. Therefore, continued
research on ASD in general is beneficial for mothers, fathers, siblings, extended family
members, doctors, teachers, and the general public. Autism Spectrum Disorder is a
unique neurological disorder that presents an array of combinations and unique
characteristics. Therefore, in order to continue to assist the ASD population, research
must continue explore the benefits, setbacks, and experiences of ASD through all the
lenses of the families and individuals within the ASD community and beyond because
every experience and story is different. As Stephan Shore once said, “If you’ve met one
person with autism, you’ve met one person with autism.”
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Appendices
Appendix A. Cover Letter/Invitation to Participate
Dear Mother/Maternal Caregiver:
My name is Alisa Cook and I am a nationally certified school psychologist
currently working on my doctoral level degree in School Psychology at the Philadelphia
College of Osteopathic Medicine located in Philadelphia, PA. As part of my dissertation
research and genuine interest, I will be developing a survey designed to measure mothers’
and/or maternal caregivers’ quality of life and perceptions while caring for at least one
child who is diagnosed with autism spectrum disorder (ASD) while living in a singleparent, coupled, or extended family (multi-adult) household.
I would like to take this opportunity to invite you to participate in this research
venture to help obtain a better understanding of the daily experiences of motherhood and
ASD. Your participation in this survey is completely voluntary. You may withdraw from
the study, or discontinue the survey, at any time. The survey may be accessed using the
link below and may take approximately up to 15 minutes to complete. Your responses on
the survey will enable me to get a better understanding of the different perceptions and
quality of life of mothers and primary material caregivers of children with ASD. Overall,
your responses will also allow me, as well as readers of this research to get a better
understanding of some challenges and experiences that mothers and primary maternal
caregivers encounter while caring for a child following an ASD diagnosis. It should be
noted that there are no foreseen risks in participating in this survey. If you elect to
participate in the survey, you may access the survey at:
https://redcap.pcom.edu/surveys/?s=DKJJ8NW939
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By completing the survey, you are giving permission for your responses to be utilized in
the current research study. No identifying information will be collected through the
survey. Please be assured that your responses are anonymous and cannot be linked to you
in any way. If you would like additional information or have questions about the current
study, please feel free to contact me via email at alisaco@pcom.edu.
If you are interested in receiving information about the findings of this study,
please contact me directly through the email address listed above. I understand that your
time is limited and I genuinely appreciate your participation in this study. As a token of
my appreciation, you will be given the opportunity to be entered into a drawing for a
chance to win a $100 Visa gift card. Participants who wish to enter the drawing will be
asked to send a message to the researcher via email. Individual responses will not be
linked to drawing entries in any way. Keep up the good work and always remember, You
Got This!
Best Regards,
Alisa Cook, Ed.S., NCSP
Philadelphia College of Osteopathic Medicine
Psy. D, Doctoral Candidate
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Appendix B. Demographic Questionnaire

1. Please choose which best describes your family’s dynamic household.
Single Family: A single family household is a household that consist of a single
mother/maternal caregiver, who is not living with a partner, spouse or other adult support
(e.g., grandparents, siblings 18 or older, aunts, uncles, other relatives or friends). The
single mother/caregiver is fully responsible and is the primary caregiver to the child who
is diagnosed with autism spectrum disorder.

Coupled Family: A partnership among only two adults that live together and raise a
child with autism spectrum disorder together within the same household. Couples can be
married, dating or cohabitating within their relationship status. Couples may also
have other children who reside within or outside of the home who are considered
neurotypical, have autism, or may be diagnosed with any other disorders or challenges.

Extended Family: A family that extends beyond the nuclear family (nuclear family=two
parents and their child/ren) dynamic. Extended Family is described as a mother/maternal
caregiver who lives with other adults/supports which can include and are not limited to
partner, grandparents, siblings, aunts, uncles, other relatives or friends that live within the
same household as the mother/maternal caregiver and child with an ASD diagnosis.
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1. What is your relationship to the child diagnosed with autism spectrum disorder?
a. Biological Mother
b. Grandmother
c. Adult Sister
d. Aunt
e. Female Cousin
f. Godmother
g. Stepmother

2. What is your current age?
a. 18-24
b. 25-34
c. 35-44
d. 45-54
e. 55-64
f. 65 or older

3. How many children do you primarily care for with an autism spectrum disorder
diagnosis?
a. 1
b. 2
c. 3
d. 4+
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4. How old is your child with autism spectrum disorder?
a. Less than 1 year
b. 2-4 years
c. 5-8 years
d. 9-12 years
e. 13-18 years

5. Do you have other children without autism spectrum disorder? If so how many?
a. 1
b. 2
c. 3
d. 4+

6. How old was your child when he/she was diagnosed with autism spectrum
disorder?
a. Less than 1 year
b. 2-4 years
c. 5-8 years
d. 9-12 years
e. 13 -18 years
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7. How many hours of services (e.g., speech therapy, behavior therapy, early
intervention) does your child receive per week?
a. 0 hours
b. Less than 1 hour
c. 1-3 hours
d. 4-7 hours
e. 8-11 hours
f. 12 or more hours

8. Which best describes your Ethnicity/Race
a. Black or African American
b. Hispanic or Latina
c. Asian or Pacific Islander
d. Native American or American Indian
e. White or Caucasian
f. Other

9. What is the highest level of education that you have completed?
a. Less than a high school diploma
b. High school diploma or equivalent (e.g., GED)
c. Some College
d. Associate’s Degree
e. Bachelor’s Degree
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f. Master’s Degree
g. Doctorate

10. What is your current marital status?
a. Single
b. Married
c. In a domestic partnership
d. Separated
e. Divorced
f. Widowed

11. What is your current primary employment status?
a. Employed full-time (40+ hours a week)
b. Employed part-time (less than 40 hours a week)
c. Unemployed
d. Student
e. Retired
f. Self-employed
g. Military
h. Unable to work
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12. What is your total household income?
a. Less than $15,000
b. $15,000-$35,000
c. $36,000-$56,000
d. $57,000-$77,000
e. $76,000-$96,000
f. $97,000-Above

13. How would you describe the severity of your child’s ASD?
a. Level 3- Requiring very substantial support; severe deficits
b. Level 2-Requiring substantial support; marked deficits
c. Level 1-Requiring support

14. What best describes the level of support you receive from family, friends etc. while
caring for your child with ASD?
a. I receive a lot of support
b. I receive some support
c. I do not receive any support

15. What is your child with autism communication skill level?
a. Verbal
b. Non-verbal
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16. What best describes your stress level while going out into the community
(shopping, dining, social groups etc.)?
a. Easy, not stressful
b. Somewhat stressful
c. Extremely Stressful

17. How often are you able to take a personal self-care moment or day without caring
for your child with ASD?
a. Almost always
b. Sometimes
c. Never
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Appendix C. World Health Organization Quality of Life Brief Version (WHOQOLBREF)

Please read each question, assess your feelings, and choose the number on the scale for
each question that gives the best answer for you.
1. How would you rate your quality of life?
1- Very poor
2- Poor
3- Neither poor nor good
4- Good
5- Very good

2. How satisfied are you with your health?
1- Very dissatisfied
2- Dissatisfied
3- Neither satisfied nor dissatisfied
4- Very Satisfied

3. To what extent do you feel that physical pain prevents you from doing what you
need to do?
1-Not at all
2-A little
3-A moderate amount
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4-Very much
5-An extreme amount

4. How much do you need medical treatments to function in your daily life?
1-Not at all
2-A little
3-A moderate amount
4-Very much
5-An extreme amount

5. How much do you enjoy life?
1-Not at all
2- A little
3-A moderate amount
4-Very much
5-An extreme amount

6. To what extent do you feel your life to be meaningful?
1-Not at all
2-A little
3-A moderate amount
4-Very much
5-An extreme amount
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7. How well are you able to concentrate?
1-Not at all
2-A little
3-A moderate amount
4- Very much
5-Extremely

8. How safe do you feel in your daily life?
1-Not at all
2- A little
3-A moderate amount
4-Very much
5-Extremely

9. How healthy is your physical environment?
1-Not at all
2-A little
3-A moderate amount
4-Very much
5-Extremely

10. Do you have enough energy for everyday life?
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1-Not at all
2-A little
3-Moderately
4-Mostly
5-Completely

11. Are you able to accept your bodily appearance?
1-Not at all
2-A little
3-Moderately
4-Mostly
5-Completely

12. Are you able to accept your bodily appearance?
1-Not at all
2-A little
3-Moderately
4-Mostly
5-Completely
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13. How available to you is the information that you need in your everyday life?
1-Not at all
2-A little
3-Moderately
4-Mostly
5-Completely

14. To what extent do you have the opportunity for leisure activities?
1-Not at all
2-A little
3-Moderately
4-Mostly
5-Completely

15. How well are you able to get around?
1-Not at all
2-A little
3-Moderately
4-Mostly
5-Completely

16. How satisfied are you with your sleep?
1-Very dissatisfied
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2-Dissatisfied
3-Neither satisfied nor dissatisfied
4-Satisfied
5-Very Satisfied

17. How satisfied are you with your ability to perform your daily living activities?
1-Very dissatisfied
2-Dissatisfied
3-Neither satisfied nor dissatisfied
4-Satisfied
5-Very Satisfied

18. How satisfied are you with your capacity to work?
1-Very dissatisfied
2-Dissatisfied
3-Neither satisfied nor dissatisfied
4-Satisfied
5-Very Satisfied
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19. How satisfied are you with yourself?
1-Very dissatisfied
2-Dissatisfied
3-Neither satisfied nor dissatisfied
4-Satisfied
5-Very Satisfied

20. How satisfied are you with your personal relationships?
1-Very dissatisfied
2-Dissatisfied
3-Neither satisfied nor dissatisfied
4-Satisfied
5-Very Satisfied

21. How satisfied are you with your sex life?
1-Very dissatisfied
2-Dissatisfied
3-Neither satisfied nor dissatisfied
4-Satisfied
5-Very Satisfied

22. How satisfied are you with the support you get from your friends?
1-Very dissatisfied
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2-Dissatisfied
3-Neither satisfied nor dissatisfied
4-Satisfied
5-Very Satisfied

23. How satisfied are you with the conditions of your living space?
1-Very dissatisfied
2-Dissatisfied
3-Neither satisfied nor dissatisfied
4-Satisfied
5-Very Satisfied

24. How satisfied are you with your access to health services?
1-Very dissatisfied
2-Dissatisfied
3-Neither satisfied nor dissatisfied
4-Satisfied
5-Very Satisfied
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25. How satisfied are you with your transport?
1-Very dissatisfied
2-Dissatisfied
3-Neither satisfied nor dissatisfied
4-Satisfied
5-Very Satisfied

26. How often do you have negative feelings such as blue mood, despair, anxiety,
depression?
1-Never
2-Seldom
3-Quite often
4-Very often
5-Always
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Appendix D. Couples Satisfaction Index (CSI-16)

1.

Please indicate the degree of happiness, all things considered, of your
relationship
0-Extremely Unhappy
1-Fairly Unhappy
2-A little Unhappy
3-Happy
4-Very Unhappy
5-Extremely Happy
6-Perfect

2. In general, how often do you think that things between you and your partner are
going well?
5-All the time
4-Most of the time
3-More often than not
2-Occasionally
1-Rarely

3. Our relationship is strong.
0-Not at all true
1-A little true
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2-Somewhat true
3-Mostly true
4-Almost completely true
5-Completely true

4. My relationship with my partner makes me happy.
0-Not at all true
1-A little true
2-Somewhat true
3-Mostly true
4-Almost completely true
5-Completely true

5. I have a warm and comfortable relationship with my partner.
0-Not at all true
1-A little true
2-Somewhat true
3-Mostly true
4-Almost completely true
5-Completely true
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6. I really feel like part of a team with my partner.
0-Not at all true
1-A little true
2-Somewhat true
3-Mostly true
4-Almost completely true
5-Completely true

7. How rewarding is your relationship with your partner?
0-Not at all
1-A little
2-Somewhat
3-Mostly
4-Almost completely
5-Completely

8. How well does your partner meet your needs?
0-Not at all
1-A little
2-Somewhat
3-Mostly
4-Almost completely
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5-Completely

9. To what extend has your relationship met your original expectations?
0-Not at all
1-A little
2-Somewhat
3-Mostly
4-Almost completely
5-Completely

10. In general, how satisfied are you with your relationship?
0-Not at all
1-A little
2-Somewhat
3-Mostly
4-Almost completely
5-Completely
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For each of the following items, select the answer that best describes how you feel about
your relationship. Base your responses on your first impressions and immediate feelings
about the item.

11. Interesting

5

4

3

2

1

0

Boring

12. Bad

0

1

2

3

4

5

Good

13. Full

5

4

3

2

1

0

Empty

14. Sturdy

5

4

3

2

1

0

Fragile

15. Discouraging 0

1

2

3

4

5

Hopeful

16. Enjoyable

4

3

2

1

0

Miserable

5

